reviewed, the more frustrated members became with problematic issues in the autism literature: A misalignment between researchers' priorities and those of the autistic community; a lack of inclusion of autistic individuals in the research process; use of demeaning or derogatory language and concepts; threats to study validity derived from miscommunication between researchers and participants; and the use of findings to advance agendas that opposed community values.
For example, the group reviewed a paper about an functional magnetic resonance imaging study 2 whose results were Summer 2011 • vol 5.2 popularized as proving that autistics do not daydream. 3 These reports angered many autistic self-advocates who knew that they daydreamed and felt the research questions were less pressing than other issues affecting their lives. They questioned the validity of the results, noting that the protocols did not take into account literal interpretation of language or challenges related to task switching. They also felt the deficitbased language in the research paper was stigmatizing and the conclusions reinforced dehumanizing stereotypes. They argued that had they been asked, they would have chosen more useful research questions and created protocols that took into account the way that autistic individuals process information. 4 One of the parents, a health-services researcher conducting CBPR with African-American and Latino communities, recognized the similarity between these frustrations and those expressed by other marginalized communities. One of the self-advocates, a graduate student with an interest in complex systems, recognized the complex sociocultural dynamics that deprive autistic individuals from having influence in how autism research is conducted or how findings are used. The two decided to form an academic-community partnership to conduct research to improve the lives of people on the autistic spectrum.
Although the group's criticisms of traditional autism research were similar to the arguments that led to the cre- (Figure 1 .) The full team is also invited to co-author papers such as this one, with both academic and community partners contributing concepts, text, and edits.
Each individual research project is co-led by an academic and a community principal investigator, and includes a team of both academic and autistic research partners.
As shown in Figure 2 Figure 2 ).
For example, when designing survey studies, after the whole group has decided which constructs to measure, academic partners identify potential instruments that might be used and inform the group about their psychometric properties. We are currently conducting several studies, including an online, mixed-methods study to assess health care disparities and to understand autistic adults' health care experiences and recommendations. Another study examines Internet use, connectedness, and well-being. We are also collaborating with others on a registration system for ongoing research (the Gateway Project) and a large observational study funded by the U.S.
Centers for Disease Control and Prevention about the rela tion-
ship between violence victimization and health in people with developmental disabilities. Academic and com mu nity partners have co-presented at national and international meetings and co-authored this and other manuscripts.
Lessons LeArned
Who Is "the Community"?
Over the past few decades, there has been growing recognition of disability cultures 6, 7 and of distinct communitiessuch as the deaf community-that are defined by disability. 8 In the United States, the autism self-advocacy movement has grown out of the disability rights movement. us do so because they believe in the importance of our mission. We generally do not spend time debating autism politics, other than to be aware of how they may affect our ability to recruit as wide a range as possible of autistic participants. For example, after an interesting discussion where both autistic and non-autistic team members indicated their preference for the term "autistic adults" and strong dislike of the term "adults with autism," the group decided to use the less politicized term "adults on the autistic spectrum" in recruitment materials.
More often, we spend our time discussing the details of our work, such as why a particular survey item is confusing and how it should be adapted.
What If the Community Is not Local?
CBPR typically focuses on local communities. Although AASPIRE started in Portland, Oregon, the original autistic partners felt stronger ties to the international online autistic community than to any local group. As has been commonly noted, "the impact of the Internet on autistics may one day be compared in magnitude to the spread of sign language among the deaf." 22 The Internet can equalize communication for autistic adults who may experience challenges interpreting body language, who cannot process auditory language in real time, or who require longer response times in conversations. [23] [24] [25] [26] Additionally, the Internet enables ready communication for Remote collaboration can at times be slow and large group meetings are not always appropriate for the work that needs to be done. A small group in Portland, including the two co-directors, the academic and community council chairs, and the research staff, regularly meet in person to implement the decisions made by the larger team and facilitate inclusive day-to-day operations.
how Can We Balance Power and ensure Full Inclusion of All team Members?
CBPR attempts to equalize power between academics and members of marginalized or oppressed communities.
In our case, it is the autistic self-advocates who have been most marginalized and oppressed by greater society. Many Table 1 .
AASPIRE Mission Statement
To encourage the inclusion of adults on the autistic spectrum in matters which directly affect them.
To include adults on the autistic spectrum as equal partners in research about autism.
To answer research questions that are considered relevant by the autistic community.
To use research findings to effect positive change for people on the autistic spectrum. Summer 2011 • vol 5.2 of our collaboration strategies were chosen to equalize power and enable full participation by members of the self-advocacy community. As above, our use of a primarily text-based, online medium has greatly increased the power of our autistic members, who in general are more proficient in this medium than the non-autistic members. However, other challenges have arisen. We regularly try new strategies for improving communication and balancing power, seeing ourselves as a "learning organization" 27 that continuously adapts to its members' needs and strengths and evolves to meet new challenges and solve old problems.
First, we have had to find a way for a very diverse group of individuals to come to consensus on important decisions. We did not feel a traditional vote would be adequate, because we did not want to disregard the voices of those in the minority.
We were concerned that more "vocal" members may dominate the conversation and wanted to make room for everyone to be heard. We also sometimes were challenged by long, interesting Last, we have struggled to balance people's desire for ongoing discussion with the need to implement decisions so we can move forward in our work. We now have a policy that after the group comes to consensus, discussion is closed.
Members can ask to reopen discussion, but need to specifically state why they believe it is necessary to do so.
Like any community-campus partnership, we still have areas for improvement. Given the extra time that our communication accommodations require, and the academic partners' intensely busy schedules and propensity for producing materials very close to submission deadlines, a particularly challenging issue has been how to allow community partners adequate time to review materials. Academic partners are working to establish new timelines for their work.
ConCLusIons
It is possible and desirable to use a CBPR approach with the autistic self-advocacy community. Autistic self-advocates represent a true community that can be considered a unit of identity for conducting CBPR. They are capable of working as equal partners in CBPR. Including autistic self-advocates as equal partners in CBPR requires significant attention to infrastructure and practices that equalize power and accommodate diverse needs. This work has the potential to transform the field of autism research and improve the lives of autistic adults.
Like any CBPR partnership, effective collaboration entails a constantly evolving process to meet each new challenge.
Although not all communication may be ideal for all partners all the time, everyone has always been willing to meet each other half way and to be patient and forgiving of each other's challenges and needs.
Aside from its stated goals, AASPIRE has had a significant personal and professional effect on its members. Community partners have gained important skills and connections that have in some cases directly led to employment opportunities. As others have done, we hope to identify ways to be increasingly more inclusive over time.
Our next steps are to create and test interactive tools that autistic adults, supporters, and primary care providers can use to increase patient-centered care and improve health outcomes. We hope that our work not only improves the lives of autistic adults, but also reinforces the idea that autism research should be conducted with, not just about, autistic people.
